
                                     Spring 2015 Newsletter!!
Another year has passed and it’s time to review 

progress and our plans for the coming year!

You are invited to join us for our next AGM and free buffet lunch which 
will be held at the Highwayman's Haunt, Chudleigh TQ13 0DE                        !

 Sunday 12th April at 12:00!
!!

!

DEVON BRANCH



Members of the Branch 
committee met at the 
Highwayman’s Haunt         

on 15th February !!
!
We were fortunate to assemble all 
sections of our committee together 
with our HD Specialist adviser and 
invited guest Michelle Phare. Michelle is the organiser of the Duchy Ball, a 
new event which raised significant funds for HD last summer. We were 
pleased to hear that it is intended that this event should become an annual 
occasion. Michelle was thanked for her hard work and support for the HD 
cause. 

The choice of the Highwayman’s Haunt as a meeting venue is good as it cuts 
down the travelling distance for our Fight the Fire campaign members and 
the Plymouth Support Group Representative. We also find that the owners 
are very accommodating with good food always available and, more 
importantly, make no charge for a meeting room!!  

Updates on various activities were received from our Chair, Treasurer, HD 
Specialist Adviser, Plymouth Support Group representative and Fight the Fire 
representatives. Future events were discussed together with possible dates 
and venues. Events have since been confirmed as reported elsewhere in this 
newsletter. 

!!
Remember you can follow Branch activities online or via 

Facebook                !

!
Devon Branch site 
www.hd-devon.org.uk

http://www.hd-devon.org.uk
http://www.hd-devon.org.uk


25th Anniversary of the Cornwall Huntington’s Disease 
Association  

Ask a person in the street ‘what is Huntington’s disease?’ and they probably 
wont know too much about the condition, that’s because it’s a fairly rare 
neurological condition passed on by parents to children. There are over 400 
people living in Cornwall, known to the Huntington’s Disease Association 
(HDA), where the condition is a part of their every day life, either as a person 
symptomatic with Huntington’s disease, a family member who is at risk of 
inheriting the disease or as a carer to someone with the condition.   

The Cornwall HDA branch has been around for 25 years to raise money for 
the charity - so as to benefit local people affected by Huntington’s disease, 

and to raise awareness of the condition.To 
celebrate the support available from the HDA’s 
Cornwall branch and to mark the 25th 
anniversary of its existance, a conference was 
held at The Alverton, Truro for over 70 family 
members and professionals.  Sarah Newton MP 
opened the Conference and praised the 
tremendous support provided by the local and 
national HDA organisation in supporting families 
and raising awareness. Peter Francis – Cornwall 

Branch Treasurer – who as a founder local 
committee member (along with his wife Jenny), 
spoke about the amount of money raised by the 

public of Cornwall over the past 25 years, in excess of £150,000. 

Next Dr Rupert Noad (Consultant Neuro-Psychologist) and Dr Tim Harrower 
(Consultant Neurologist) explored the medical causes and effects that 
Huntington’s disease has on the person. Workshops 
then offered people the opportunity to talk about 
relevant issues faced by families with the condition.                                                                
This summer we have heard a lot about the Ice 
Bucket challenge – a funding raising activity that 
benefits the Multiple Sclerosis charity. The 
Huntington’s Disease Association has its own 
challenge – a Pie in the Face. So nine brave souls 
took to the stage to have cream pies thrust in their 
faces by very enthusiastic Pie Pushers. If you would 
like to donate to this local charity please text 
PITF14 and the amount ie; £5 to 70070.                        
Devon members who attended the conference congratulate Cornwall Branch 
for organising such a successful event during their 25th Anniversary year. 

The Cornwall Branch team 
with Charles Whaley (HDSA)

Dr Tim was one of the 
brave souls to take a pie 

in the face!!



 

                                                           

!
!

Sunday 12th April 12:00 - AGM & Buffet lunch         
Highwayman’s Haunt, Chudleigh (see front cover) 

Tuesday 21st April (1pm - 3pm) Pop up HD Cafe                  
Dewdney centre, Exmouth Hospital 

Saturday 16th May (12 noon) Zip Wire challenge                  
The Adreniline Quarry at Menheniot, Nr Liskeard 

Tuesday 16th June (1pm - 4pm) Pop up HD Cafe               

Stockwell Manor, Silverton EX5 4DF                                                                

Sunday 28th June (All day event) Fire engine Rally          
Nutwell Court Estate, Lympstone, Devon EX8 5AN  

Sunday 12th July (All day event) Dean Court Rally           
Newton Abbot racecourse  

Friday 24th July (6:30pm - 9:30pm) Canal Barge trip                         
The Wharf,Canal Hill,Tiverton, EX16 4HX 

Saturday 15th August (12 - 6pm) Jazz in the Garden                    
Stockwell Manor, Silverton  

Saturday 29th August (All day event) HD fair                                               
The Strand, Exmouth 

!
!

DEVON BRANCH



 In past years many Devon Branch members have attended the HDA  annual 
AGM and Family Conference. It is a really enjoyable and informative 
weekend where participants get a good balance of up to date information 
about HD whilst mixing with and enjoying the social aspects of the 
gathering. Always the chance to have informal chats with other family 
members affected by HD, and the Health Professionals. Always the chance to 
enjoy the Conference Dinner and associated entertainment together with 
occasional visits to the bar!! 

Your Branch Committee have agreed to sponsor a 
few families who might wish to attend the 2015 
event and ask all those interested to contact the 
Branch (Richard White 07834 238147) or (Charles 
Whaley 01579 345480) 

We are ready to give you more information and look 
forward to assembling a good Devon team!  

   

We are always conscious of the ways in which 
we can keep our branch expenses down and 
believe that one way is to send electronic 
copies of our Newsletter to those that are 
regularly tuned in to their computer.  

We recognise the need to continue with the 
production of the usual hard copy newsletter 
which can be left around for others to read, 

even if the readers are not part of the 
Huntington’s community. Promoting public awareness is a major part of our 
branch function and wide distribution of the newsletter contributes to this 
aim. Let us know if you would like to be added to our list for electronic 
distribution via email. (email fightthefire@me.com) 

!

AGM and Family Conference!
The Holiday Inn, Telford!

weekend of 16th 17th & 18th October 
2015

mailto:fightthefire@me.com


HDA Annual Update - by Charles Whaley 
There are now 23 ‘Specialist HD Advisers’ (note the change in 
job title) plus a Youth Worker covering England and Wales       
– so HDA are now at full complement. 

My role and contract is the same, bar an increase in mileage 
per month from 700 to 800; due to distances covered and 
extra meetings; HDA branch meetings,Carers groups, 
Support Groups, monthly Pop-Up HD cafes across Devon and 
Cornwall as planned for another 6 months, January 2015 through to June 
2015, on top of the regular monthly HD Clinics held in Exeter, Plymouth and 
Liskeard and home visits across Cornwall and Devon. New referral rates 
average at around 4 new families per month. Referrals come from GPs, 
Community Health staff, Adult Social Care, Neurology, Psychiatry and Neuro 
Psychology Consultants, Genetics Nurse Counsellors, via HD Clinics and 
direct from family members and people with HD themselves.                                                                                                  
My current statistics show that there are 297 people symptomatic, 396 people 
at risk and 297 carers known to HDA as living in Cornwall and Devon at the 
moment, a total of 990 people supported. Devon has 179 people symptomatic, 
231 at risk and 197 carers, a total of 600 people supported.  

HD Awareness week was held in June 2014 – providing free MH & HD training 
to 22 Community MH professionals in Plymouth and surrounding areas. The 
next HD Awareness week is scheduled for w/c 11th May 2015 with a focus on 
End of Life / Palliative Care. A specific new training package and booklet will 
be produced for the purpose of training events and information giving.         
The new MH & HD booklets – ‘Mental Illness and Mental Capacity in 
Huntington’s disease’  were developed and distributed to MH professionals, 
GPs and Consultants. Aim is to ensure that people with HD have access to 
MH services should they need them (A long established problem area). 

In May /June 2014 we distributed the ‘Guide to HD for GP’s and the Primary 
Health Care Team’ electronically to all GPs in Cornwall, (we hope to do the 
same for the Devon area) along with information about access to HD Clinics, 
the support available from HDA and the local Branches.  

Another new booklet and a detailed document entitled ‘Standards of Care for 
Facilities Who Look After Residents with Huntington’s Disease’ 
has been created and distributed to all Care Homes known to 
me who are caring for residents with HD. Im aware of 72 
people currently living in 35 different Care Homes across 
Cornwall and Devon.  



I continue to attend and support the 3 HD Clinics in the Devon and Cornwall 
area; Liskeard Community Hospital,Cornwall;  Mount Gould Hospital, 
Plymouth and Royal Devon & Exeter Hospital, Exeter. (Recent change in 
Consultant at Plymouth).  In most family situations that I am involved with, the 
need for a HDA branch grant has not been an issue, but mostly centred 
around help to access good health and social care support, national welfare 
benefits and our own support  via the HDA Care Service is highly valued.                                                   
Devon branch grants have enabled a single mother with HD to have a laptop 
computer  and another grant has contributed to the cost of double glazing in a 
family home, where income was very low.                                                          
I would like to use Branch funds to do ‘Christmas Cheer’ grants in Nov/Dec 
2015 and would also suggest we advertise HDA branch funding to sponsoring 
individuals or families to attend national HDA events such as the Family 
Conference and AGM weekend in October 2015. Training of care staff at 
Residential and Nursing Homes and Community Care Teams continues, 
averaging one training session per month.                                                      
HDA held their annual national Family weekend and AGM, October 3rd to 5th 
2014, in Telford. This year with world renowned speaker Jimmy Pollard, from 
the USA, amongst others.  HDA also  arranged for him to speak at 3 other 
events across the country whilst he was in the UK.                                          
The fortnightly HD Support Group 
has moved premises from the old 
Heathleigh building at Mount Gould 
Hospital up to the Prayer Room at 
the Local Care Centre at Mount 
Gould Hospital, Plymouth.  The HD 
Support Group continues to draw an 
average of 12 attendees, 
occasionally reaching 20 attendees, 
to each meeting.                                                                    
Across Cornwall and Devon we are 
promoting engagement with the ‘ENROLL-HD’ 
research trials, as new effective drug treatments 
become closer to reality.  

The HDA’s 9am to 5pm telephone Information 
and Advice Service continues to be busy and is  operated by a rota of 
Specialist HD Advisers. 

The Health Commissioning Groups from Cornwall, Torbay and 
Devon have recently confirmed an annual grant to HDA head 
office of £15,000 for the 2015/16 year towards the HDA Care 
Support Service. This is in a backdrop of very significant 
budgetary cuts to health services. This is very much appreciated. 



!

Another “Jazz in the Garden” event 
will take place at Stockwell Manor, 

Silverton.!
Start time 12 midday on Saturday 

15th August !
Further details in next newsletter,!

 on website or by phone 07834238147



HELP US!
Auction items required 
for our Jazz and Duchy 

Ball events! !
                                                                 !
    How To Get Silent           
       Auction Items                                          

The best way of getting silent auction items is by contacting local businesses 
and asking them to donate either goods or services for your auction.Before 
contacting each company, consider what you think might be appropriate goods 
or services, especially based on the demographic of people attending your 
event. That way, if the business asks what you have in mind, you’ll be able to 
suggest some ideas for silent auction items. Don’t restrict your inquiries to just 
small businesses – many national retailers have some kind of commitment to 
supporting youth groups and charities in local areas where they have a store, 
so consider contacting the bigger companies, but be aware that it might take 
longer to obtain items or gift certificates from them. 

When contacting businesses, be sure to mention during the conversation or 
letter how their donations will benefit them also, as this will make it more likely 
that they’ll want to support you. You can do this by: 
 • Advising that you’ll mention their business name next to any items or           

services that they donate 
 • Having their business name listed as a supporter on flyers handed out           

to attendees of the silent auction 
 • Emphasizing the social benefits of the fundraiser. Mention the support           

we give to the local Huntington’s community. 
Also consider asking families of people connected to your youth group or other 
organization whether they have any items they could donate. This doesn’t 
mean you just want their unwanted Christmas gifts like cheap perfume or a 
half-read book, but they may be able to provide more valuable (and 
auctionable) items like gift cards, unused and unopened electronic devices, 
etc. !
For some ideas see website at- http://youthworkinit.com/75-ideas-for-
silent-auction-items/ We can let you have an authorisation letter to help 
in any approaches to potential donors.  

http://youthworkinit.com/75-ideas-for-silent-auction-items/


Plymouth & District Support Group 

Meetings have been pretty consistent throughout the autumn, every other 
Friday morning, with a hard core of six to eight HD patients and families or 
carers attending and some welcome additional faces dropping in from time to 
time. !
The meetings are generally led by the Plymouth area nurse Dave, and 
Charles our HD Specialist adviser is generally present, but we have had a 
welcome addition to the team in the form of Linda, assistant to Dave, working 
3 days a week.  Linda has been busy getting to know the area cases, and 
there are not many months that go by without her calling to ask if she can pop 
by to see how we are doing. !
Other visitors include some members of the Enrol HD team, working out of 
Derriford, and some of us have recently taken part in the survey. 
We have also had visitors from Waters Park House, a neurological and brain 
injury centre in Plymouth. They have resident specialist nurses in speech, 
occupational therapy and physiotherapy, and offer day and part day visits, and 
are currently expanding to offer more longer term accommodation. 
The Waters Park team have taken a great interest in meeting us and often can 
offer helpful and constructive suggestion on how to manage difficult situations, 
maybe a change of circumstances or a short visit to hospital, for example. !
In the background we have some of the younger family members, who are not 
directly involved with the regular meetings, raising funds for the HDA by a 
variety of means, including a draw and a ball. !
But looking forward, a few of us will be sticking out necks out to fly the zip wire 
at Adrenaline Quarry in Charles’s pan regional (although it might have gone 
national now!) zip wire challenge.  See you there!     !
John Crosswaite 
Plymouth Support Group !
Plymouth Support Group attendee and Arsenal supporter! 
Pictures: Tony Martin's day out at Arsenal football club to watch his favourite 
team beat Everton 2 - 0 
 



Another barge trip on the Tiverton Canal 
Are you interested in joining us? 

By popular demand we are doing it again on Friday 24th July leaving at 7pm 
and returning at 9:30pm. There is a pay bar on board.  

Cost £15 per person - includes Fish & Chips!  
We are limited to a party of 45 so act soon to secure a place. 

Contact Richard White on 07834238147 or email fightthefire@me.com  
 

The picture above is of the Grand Western Canal working. This picture was 
taken the Tiverton side of Whipcott Bridge. You can see the horses in the 
background and tub boats full of stone. 
 !
How it all started. . . 
In the old perilous days of sail so many ships were lost navigating between the 
Bristol and English Channels around Lands End. A grand plan was dreamed 
up to connect up the Bristol Channel with the English Channel by inland 
waterway. The oldest Canal in the country (using locks) is the Exeter Canal 
(1566) making it the first canal to be built since the Romans. The idea was to 
join the Exeter Canal with the Bridgwater & Taunton Canal. !

mailto:fightthefire@me.com
http://www.exeter.gov.uk/CHttpHandler.ashx?id=7972&p=0
http://www.somerset.gov.uk/irj/go/km/docs/CouncilDocuments/SCC/Documents/Environment/Countryside%20and%20Coast/B%20%26%20T%20Canal.pdf


Our Christmas Lunch 
took place at 
Stockwell, Silverton 
and Lil our Chair 
organised the festive 
meal which included, 
of course, the 
traditional Christmas pud!  Fortunately we 

had our firemen present who were on stand by to watch the pudding flames!!  
19 members attended, sitting down at two tables, and all seemed to enjoy 
themselves. 
 

A bonus for the branch Treasurer - receiving a cheque 
for £2100 from two glamorous girls from Bradninch!!!
Michelle (left of picture) tells us that the event will be 

repeated on 27th June this year and part of the 
proceeds will be directed to HD research!

Many thanks to Michelle and her committee for 
organising a very special event!



!
Fire Engine and Vintage Vehicle Rally !

This year the Rally  
will be held at  

Nutwell Court Estate, 
Lympstone, Devon  

EX8 5AN  
on Sunday 28th June 

 The Rally raises funds 
for the  

Firefighters Charity 

We shall be taking our HD trailer to this event creating more awareness and 
perhaps raising a few pennies! - so we would love to see anyone who fancies 
a day out.  !!

 

!!!



The Zip Wire Challenge!  

We are holding a fund 
raising event on Saturday 
16th May at The Adreniline 
Quarry at Menheniot, Nr 
Liskeard at 12 noon. 
Involving a free Zip wire 
challenge and a pasty, 
subject to people 
fundraising at least £40 
each for HDA. I already 
have at least 16 
volunteers of all ages and 

hope that Cornwall and Devon Branches can help to advertise this event and 
add to the numbers. If you are interested please let me know  (Tel: 01579 
345480) and I will send out full details and a sponsorship form. 

!
We can never say thank you 
enough to all of you who help 
us to raise funds. Organising 
events, making cakes, selling 
jewellery, jumping out of 
aeroplanes!!                                                           
You all know who you are - 
whether its regular contributions 
through collection boxes or the 

!
annual donation, it mounts up 
and puts us in a good position 
to help our local HD families 
and increase our annual 
contribution to the national 
HDA organisation.   



Fight the Fire campaign !
!
!
The following article and photograph to 
left appeared in the December 2014 
issue of Devon Life magazine. !
"Plans are afoot for a fire heritage 
museum at Darts Farm, Topsham, just a 
few hundred yards from the Headquarters 

of the Devon and Somerset Fire Brigade. The West of England Fire Heritage 
Museum would house some of the area's rarest fire engines - including a 1740 
manual hand pump used to tackle a huge Exeter theatre blaze in 1887. !
The museum had been at Plymouth's Devonport naval base, but had to close 
in 2010. Since then, the exhibits have been in storage on land owned by Tony 
Rowe, chairman of Exeter Chiefs." !
Some of you will recognise our friends Barry & Peter who have been major 
players in our HD Fight the Fire campaign together with other ex firemen from 
Plymouth, namely Bernie, Roger and Jim. We have much to thank them all for, 
as they have supported our campaign from the outset, when launched back in 
2008 at the Devonport museum. !
The firemen are keen to be involved in the re-establishment of the proposed 
new museum at Darts Farm as they were the instigators and developers of the 
original Devonport museum at Plymouth. We wish them good luck with the 
project and pledge our support whenever the new venture materialises. That is 
the least we can do in return for their continuing support of our own Fight the 
Fire campaign. !
We are fortunate in that we now have two vintage fire engines at our disposal. 
One is our our old faithful “Joy” used in the past for various events such as 
Road runs,Country Fayres and leading 
the Exeter Christmas parade.           
There is no doubt that vintage fire 
engines are a great attraction and have 
helped enormously in boosting our fund 
raising and public awareness events. Joy 
is now based at Exeter and the second 
fire engine lives in Plymouth and is 
available to us in and around the 
Plymouth area.   



Contacts for Devon Branch

COMMITTEE OTHER CONTACTS

Chair!
Lil Badcock!
Mobile: 07779864013!
email: Cheflil@hotmail.co.uk!!
Secretary!
Shared: Chair/Treasurer!!
Treasurer!
Richard White!
Mobile: 07834238147!
email: whiterichard@me.com!!
Fundraising Co-ordinator!
Roy Badcock!
Mobile: 07814865923!
email: Royandlil@fsmail.net!!
Plymouth Support Group!
John Crosswaite!
Contact via Chair or Treasurer !
email / mobile as above!!
Fight the Fire Campaign!
Barry Nolan !
Mobile: 07817 587024!
email: finbar@dsl.pipex.com     !
Peter Hooper!
Mobile: 07846 705458!
email:peterhooper368@btinternet.
com

Specialist HD Adviser!
Cornwall, Devon, Isles of Scilly, 
Jersey and Guernsey - HDA!
Charles Whaley!
Phone: 01579 345480!
email:charles.whaley@hda.org.uk !!
Huntington’s Disease Assoc!
(HDA)!
Suite 24!
Liverpool Science Park!
Innovation Centre 1!
131 Mount Pleasant!
Liverpool L3 5TF!
0151 3315444!
www.hda.org.uk!!
Devon Carers Link!
Westbank Community Health!
& Care!
The Healthy Living Centre!
Farm House Rise!
Exminster EX6 8AT!
www.devoncarerslink.org !
08456 431341!!
Contact Branch Newsletter 
Editor!
Richard White!
07834 238147!
fightthefire@me.com 
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